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Good afternoon, Madam Chair and members of thet8dhaman Services
Committee. My name is Danielle Kenneweg, and | &ectbr of the Division of
Cancer Prevention and Control for the North Daka¢@artment of Health. | am
here today to testify in support of House Bill 1117

In 1992, the United States Congress passed lagrskatithorizing funding to
establish cancer registries in states that dichawe them. As a result of that
legislation, North Dakota became eligible to apiplycancer registry funding from
the U.S. Centers for Disease Control and Prevei(@&C). The North Dakota
Department of Health applied for and received thatling in 1994. In order to
gualify for funding, applicants were required toyide assurance to the Secretary
of Health and Human Services that state law autbsrihe statewide cancer
registry. This proposed legislation would providels authorization to maintain
the cancer registry as it currently exists.

The North Dakota Cancer Registry is a statewidérakregistry system that
collects incidence and mortality data on all Nddi@kota residents who are
diagnosed and treated for cancer either withinutside the state. Its purpose is to
support all aspects of cancer prevention and cbfgrevention, screening,
diagnosis, treatment, rehabilitation and qualityife) by providing quality data
and summary statistics. The Cancer Registry suppaeal public health and
health-care providers, agencies and facilitiesdbipding cancer incidence and
treatment trends, facilitating rapid reporting ahcer and providing accurate
cancer data in report formats.

The attached program brochure describes the statee€ Registry. | would like to
take a few moments to describe how the Cancer Regigerates.

When a physician diagnoses cancer, that incideefisrted in a patient's medical
record. At the larger hospitals in North Dakot&oapital cancer registry collects
information about that cancer incident and entargo a database in the form of

an abstract. On a regular basis, the hospital teperv cancer incidents to the state
central registry via an electronic download to atad database. In small hospitals



and independent physician offices, local registiesot exist. In those cases, a
staff person in the office or medical records dapant periodically sends key
information from the medical record of a cancergudtto the state Cancer
Registry. The state Cancer Registry also receibssacts, test results and partial
medical record information from other facilitiesich as outpatient surgical
centers, clinics, pathology laboratories, treatnoemiters; from death certificates;
and from central registries in other states.

If partial information is provided, contact is madih the agency or facility to
retrieve any missing data elements. If necessastgfperson travels to the
facility to gather the needed information. Durir@)2, staff traveled to 18
locations in the state for this purpose.

When the data reaches the state Cancer Regiss\entered into a privacy-
protected database. The registry uses a softwagggm to check the validity of
data in the numerous fields against a set of aabéptodes. In addition, a staff
person who is an expert in quality control revielasa visually.

Each year, state Cancer Registry data is subnidtddee major national
organizations — the North American Association ehal Cancer Registries, the
Centers for Disease Control and Prevention an#rdral Brain Tumor Registry
of the United States. Each month, the state CdRegistry processes five to 10
requests for data from citizens of North Dakotaltiecare providers, researchers,
health-care organizations and others. Federal tanel laws protect confidential
medical information; therefore, only aggregate dait@leased and/or published.

Cancer Registry data is used in numerous waysjdinaj:

* Analyzing the burden of cancer in North Dakota.

» ldentifying how many residents are diagnosed wéhcers.

* Naming the most common types of cancer in Northdak

* Recognizing the deadliest cancers in the state.

» Studying trends in cancer treatment.

» Targeting efforts with cancer education, prevenaod screening.

This proposed legislation will meet the requirensesftthe Federal law and allows
the North Dakota Department of Health to mainthim eperations of the state
Cancer Registry. There is no additional fiscal @fend there would be no change
in current practice.

This concludes my testimony. | am happy to answgrcuestions you may have.



